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Background:  Congenital heart disease (CHD) severity is associated with a lower quality of life (QOL). Given the lack of data, we sought to 
identify surgical and ICU factors associated with QOL scores.
methods:  Patients from 8 centers who underwent Fontan procedure, TOF or TGA repair who participated in the Pediatric Cardiac 
Quality of Life Inventory (PCQLI) Testing Study were included. Surgical/ICU predictor variables were collected on all previous surgical/
ICU admissions. Primary outcome variable (PCQLI patient/parent Total score) and covariates (demographics, cardiac status, medical care 
utilization) were obtained from the PCQLI Data Registry. ANOVA was used to test for group differences between the number of surgeries, 
ICU admissions and QOL. Ordinary Least Square regression was used to create multivariable surgical, ICU, and combined surgical/ICU 
models.
results:  We included 572 patients: mean age 12+3yrs; CHD type Fontan 45%, TOF 29%, TGA 26%; median cardiac operations 2(1-9) 
and ICU admissions 3(1-9); time from most recent surgery (9+4yrs) and ICU admission (7+5yrs) to PCQLI participation. A greater number 
of operations and ICU admissions were associated with lower PCQLI Total score (p<0.01, both). R2 values ranged from 0.22-0.32 for 
multivariable surgical, ICU, and combined surgical/ICU models predicting patient and parent PCQLI Total score. In the combined QOL 
patient model, worse Total score was associated with non-white race, lower parental education, non-married status, younger age, greater 
number MD visits and surgeries, lower body temperature during surgery, and shorter time since last hospitalization (p<0.04). In the 
combined QOL parent model, worse Total score was associated with non-white race, non-married status, greater number MD visits/cardiac 
hospitalizations/medications/surgeries, shorter time since last hospitalization, more inotrope days, and neurologic complication (p<0.04).
Conclusion:  Surgical and ICU factors, demographic, and medical care utilization variables explain a modest amount of variation in QOL 
score in CHD surgical survivors. Research is needed to identify other factors that contribute to unexplained variability.
